1. Introduction {#sec1}
===============

More than three million patients with chronic renal failure all around the world are undergoing hemodialysis \[[@bib1]\]. In addition, about 7% is added to this number annually \[[@bib2]\]. In 2008, more than 12,000 patients in Iran were undergoing hemodialysis. According to the statistics in 2015, more than 27 000 patients in 500 dialysis centers were undergoing the regular hemodialysis therapy \[[@bib3]\].

Long-term hemodialysis therapy imposes a huge amount of burden on patients, family caregivers and the healthcare system \[[@bib4]\]. The involvement of caregivers in patients\' transfer to the dialysis ward, the preparation of appropriate foods for patients, meeting their personal health needs, managing the side effects of hemodialysis, administration of medication and monitoring their vital signs impose a massive burden on family caregivers \[[@bib5],[@bib6]\]. Furthermore, family caregivers may be late for work and even have to leave their own job to provide care to patients at home \[[@bib7]\].

The dependency of hemodialysis patients on caregivers \[[@bib8]\], long-time care, the long course of disease, complications of hemodialysis and life style changes impose a lot of burden on family caregivers of hemodialysis patients \[[@bib9], [@bib10], [@bib11]\]. The increased burden of care negatively affects psychological, emotional, social, physical, and financial status of patients and their caregivers \[[@bib12], [@bib13], [@bib14]\]. Accordingly, a study conducted by Hashimoto et al. (2013) demonstrated that physical health, social functioning, the level of energy, general health and the mental health scores of the caregivers of patients undergoing hemodialysis were significantly low \[[@bib15],[@bib16]\].

The mental condition of family caregivers may have serious effects on the health of patients with chronic diseases \[[@bib17],[@bib18]\]. Therefore, there is a need to investigate the characteristics of family caregivers and the impacts of the burden of care on their quality of life. Such findings can help to improve the patients\' mental and physical health and design an appropriate model for reducing the negative effects of the burden of care on family caregivers \[[@bib15],[@bib19],[@bib20]\].

A few quantitative studies were conducted on the burden of care on family caregivers of patients undergoing hemodialysis \[[@bib7],[@bib21]\]. However, the mental burden of caring for patients on family caregivers\' experiences and attitudes has not been studied \[[@bib22],[@bib23]\]. Available studies on the burden of family caregivers have mostly focused on the impact of patients\' symptoms and social functions. Some other studies have documented a weak association between the clinical ratings of the patients\' functional status and the burden of care \[[@bib10]\]. Qualitative research provides information about the perspectives, attitudes, needs, beliefs and feelings of family caregivers. Understanding family caregivers\' perspectives can help healthcare providers with the provision of support regarding the treatment process and psychological aspects of caring to hemodialysis patients.

It is emphasized to assess the burden of care on family caregivers for improving their quality of life and general welfare \[[@bib24],[@bib25]\]. In addition, the increase in life expectancy in patients with chronic diseases \[[@bib26], [@bib27], [@bib28]\], science and technology advancements \[[@bib29]\] and restrictions of kidney transplantation have increased the number of patients undergoing hemodialysis. Therefore, family caregivers are mainly involved in the provision of care to hemodialysis patients \[[@bib30],[@bib31]\]. Iran is an Islamic country, which has a population of about 80 million, most of whom are Muslims, and in Muslim culture, respect for the patient is deemed very valuable. The provision of care to patients undergoing hemodialysis imposes extreme care burden on family caregivers \[[@bib32]\]. A few studies were available to provide information about the life of family caregivers during the provision of care to hemodialysis patients. Therefore, this study was conducted to explore the burden of care for patients undergoing hemodialysis from the experiences of family caregivers.

2. Methods {#sec2}
==========

2.1. Study design {#sec2.1}
-----------------

A qualitative design using a content analysis approach was used in this study. Qualitative research aims to explore complex phenomena experienced by clinicians, healthcare providers, policy-makers and consumers in the healthcare system \[[@bib33]\]. Content analysis is the process of identifying, interpreting, and conceptualizing the inner meanings of qualitative data \[[@bib34]\]. Therefore, it is used to answer questions about issues experienced by a particular group of respondents for identifying their typical responses \[[@bib35]\].

2.2. Participants {#sec2.2}
-----------------

Participants consisted of 16 family caregiver of patients undergoing hemodialysis who were selected using purposeful sampling. Inclusion criteria used to choose the participants were as follows: 'having a direct responsibility for the provision of care to hemodialysis patients at home', 'being able to communicate and share their experiences' and \'willingness to participate in this study'. They were from four hemodialysis centers affiliated with Ahvaz Jundishapur University of Medical Sciences, Iran.

To achieve a comprehensive description of the experiences of caregivers in the process of caring or different caregivers, a maximum variation in sampling in terms of age, gender, level of education, duration of treatment, and socioeconomic status was used \[[@bib36]\]. The socio-economic level of the family caregivers was different from the low to middle classes. All participants were responsible for the provision of care, and monitoring and following up their patients\' therapeutic regimes.

The participants were 7 males and 9 females with the age range from 25 to 70 years. The duration of care was 3--11 years and their education level was from primary education to academic degree. The caregivers often were the patients\' father, mother, daughter, son, spouse or grandfather ([Table 1](#tbl1){ref-type="table"}).Table 1The characteristics of participants.Table 1NGenderAge (year)RelationshipDuration of careResidenceEducationP1Male55Spouse5UrbanAcademicP2Male45Son12UrbanAcademicP3Female70Spouse12UrbanIlliterateP4Female35Spouse10UrbanDiplomaP5Female40Mother11UrbanAcademicP6Male55Father6RuralIlliterateP7Female25Daughter4UrbanAcademicP8Female50Mother7RuralPrimaryP9Male40Spouse5UrbanAcademicP10Female40Mother12RuralPrimaryP11Female22Daughter5UrbanDiplomaP12Male60Grandfather4RuralPrimaryP13Male45Father7RuralSecond scP14Male30Son6RuralDiplomaP15Male40Nurse9UrbanAcademicP16Female38Doctor10UrbanAcademic

2.3. Data collection {#sec2.3}
--------------------

Semi-structured interviews and observations were performed and field notes were taken by the first author (ShS). The data were collected using in-depth interviews from January 2014 to May 2016. The first author took field notes about the family members\' interactions following each interview. At the beginning of the interview, the questions were designed in order to gain insight, trust, and full recognition of the patient\'s caregivers, then the interviews were focused on the family caregivers\' experiences of problems and challenges in the process of caring for patients undergoing hemodialysis.

The main questions used in the interview were: "What do you feel of the provision of care to hemodialysis patients?", "Will you please tell me about your experiences as the caregiver of hemodialysis patients?" and "Will you please explain issues during the provision of care to patients?". Probing questions also were asked to identify challenges experienced in the care process and how they overcame them in patient care. Subsequently, the participants were asked to add supplementary information not addressed during the interviews.

The interviews lasted for 60--90 min and were audiotaped and transcribed verbatim. The interviews were conducted at the participants\' houses and the hemodialysis ward. The data collection and analysis were conducted simultaneously. The sampling process was continued until data saturation was reached as no new category was identified \[[@bib37]\].

2.4. Data analysis {#sec2.4}
------------------

The process of analysis is based on the three stages of Elo S, Kyngäs \[[@bib37]\], in the preparation phase, the interviews were transcribed *verbatim*. The transcriptions as the unit of analysis were read several times to get the sense of whole. In the organization phase, an inductive approach was used. The semantic units associated with the research questions were assigned with primary codes, initial codes were further classified into subcategories. In the next phase, subcategories with similar meanings were assigned into main categories. A sample of the condensation-abstraction process is shown in [Table 2](#tbl2){ref-type="table"}.Table 2The development of the theme "Care Challenges".Table 2Main themesSubthemesOpening codeMeaning unitesCare ChallengesJob challengesDecreased concentration and efficiency in the workplace because of caregivers\' obsession with patients.I am a teacher. When I\'m teaching in the class, out of the blue, my mind goes to my sick father. I become really upset and feel extremely low, so lose my concentration. This issue has reduced the efficiency of my work as a teacher.Family challengesDisruption in the caregivers\' family structure due to caringWhen I come to give a hand to my father to run his errands, some problems may happen to my wife and kids at home at the same time. But I cannot do anything for them because I\'m at my father\'s home and caring for him. This experience has happened not once but several times to me and caused numerous problems for me and my family.Sexual challengesPatients\' sexual dysfunction as the base for caregivers\' oblivion of sexual needsWe\'ve got married about 10 years ago, but we\'ve had no sexual contact even once. Probably it\'s because of the inability of Mr .... or many problems and misfortunes we\'ve encountered in our life.

2.5. Trustworthiness {#sec2.5}
--------------------

Rigor is the process of the application of appropriate techniques and research methods for achieving consistent and reliable data \[[@bib38]\]. The following measures were taken to ensure rigor in this study:•Verification of the codes with the participants and engagement with the study phenomenon;•Comparison of the text with the initial codes to ensure of the homogeneity of the extracted ideas \[[@bib39]\];•For peer checking, the codes and categories were given to two qualitative experts to confirm the coding and analyzing process \[[@bib40]\].•The maximum variation in sampling in terms of age, sex, education level, duration of care and socioeconomic status enhanced the validity of the data that enabled the researchers to capture a wide range of experiences and perspectives \[[@bib41]\].

2.6. Ethical consideration {#sec2.6}
--------------------------

Ethics Committee affiliated with Ahvaz Jundishapur University of Medical Sciences, Iran approved the study\'s research proposal (ir.ajums.rec.1394.180). The informed consent form was signed by those participants who granted the permission to record their voices and were willing to take part in this study. The time and location of the interviews were determined in accordance with the participants\' will. The participants were also assured that they could withdraw from the study at any time without being penalized.

3. Findings {#sec3}
===========

Four categories were developed as follows: 'care challenges', **'**psychological vulnerabilities', and 'the chronic nature of care 'and \'Care in the shade. The categories led to the development of the main theme of 'progressive exhaustion' ([Table 3](#tbl3){ref-type="table"}), experienced by the family caregivers during the provision of care to patients undergoing hemodialysis.Table 3Main theme, categories and subcategories developed during data analysis.Table 3Main themesSubthemescategoriessubcategoriesProgressive ExhaustionCare challengesJob challengesFamily challengesSexual challengesThe oblivion of sexual needs\
Sexual needs\' replacement with social activities\
The effect of patients\' conditions on the sexual statusPsychological vulnerabilitiesThe psychological impact of long-term careDifficulty in accepting the situation by the patientStress caused by the patients\' physical and psychological statuesChronic nature of careConstant distressA permanent involvement in caringProgressive nature of problemsThe physical impact of long-term careCare in the shadeDifficulty in understanding the situation of caregivers[^1]

3.1. Care challenges {#sec3.1}
--------------------

Providing care to patients undergoing hemodialysis both inside and outside home by a family caregiver disrupted their life career, family structure and sexual needs. This category consisted of three subcategory as follow: *job challenges*, *family challenges* and *sexual challenges*.

### 3.1.1. Job challenges {#sec3.1.1}

The process of caring for hemodialysis patients caused several problems for the caregivers and led to tensions and a reduction in their job performance. A caregiver who was a teacher said:"**"***I am a teacher. When I\'m teaching in the class, out of the blue, my mind goes to my sick father. I become upset and feel extremely low; so lose my concentration. This issue reduced the efficiency of my work as a teacher.***"** (Male, 10 years of caring for the father)."

The process of taking care of patients might not only reduce the efficiency of the caregivers\' performance, but also made them feel stressed and tense in the workplace. One of the caregivers stated:"*"I\'m an employee. If I\'m in a meeting and someone calls me and says, "Your dad feels under the weather." In this situation, I face a dilemma and can neither leave the meeting nor stop thinking about my dad.*"** (Male, 11 years of caring for the father)."

The intense dependency of hemodialysis patients resulted in the loss of caregivers\' job positions. One of the caregivers stated:"*"I do all of my mom\'s chores. Now, the opportunity of teaching in the rural areas comes along, but I cannot leave my mom alone. Therefore, I have to close my eyes to the suggested position; however, I am in an urgent need for this job.*"** (Female, 4 years of caring for the mother)."

### 3.1.2. Family challenges {#sec3.1.2}

Devoting the time and energy to caring for patients, the family caregivers unintentionally prepared the ground for negligence and marginalization of other family members and caused serious harm to the family integrity. One of the caregivers shared their experiences as follow:"*"When I come to give a hand to my father to run his errands, some problems may happen to my wife and kids at home at the same time. However, I cannot do anything for them, because I\'m at my father\'s home and caring for him. This has happened not once but several times to me and caused numerous problems for me and my family."* (Male, 10 years of caring for the father)."

Similarly, another caregiver said:"*"My dad and I live in a house. When my dad\'s illness takes its toll, our home is fraught with extreme stress and anxiety. I\'m his son, but my wife is annoyed and always protests against this situation. I do not know what to do."* (Male, 11 years of caring for the father)."

The caregivers have to meet the high cost of living due to caring for a patient with chronic illnesses at home. They have to work more that disrupted their family relationships. One caregiver declared:"*"I have to provide my living cost, I have to work late outdoors. Mostly I do not see my children when I want to go to sleep. My life\'s integrity has been destroyed."* (Male, 5 years of caring for the girl)."

### 3.1.3. Sexual challenges {#sec3.1.3}

Sexual dysfunction and nervous tensions were created followed by renal failure in hemodialysis patients. The caregivers tolerated an increased burden of care, which led to spouses facing sexual challenges.

The wife of a patient said:"*"I\'m a human and I have my own needs. Animals also need sexual relationships. I am this man\'s second wife. We\'ve got married about 10 years ago, but we\'ve had no sexually contact even once. Probably it\'s because of his sexual dysfunctions and misfortunes we\'ve encountered in our life."* (Female, 10 years of caring for the husband)."

Sexual dysfunction in female patients created many issues for their husbands so that the foundation of their family life was undermined. A caregiver with a higher education level asserted:"*"My wife is on dialysis for about 5 years. In the first and second years, we had approximately no problems. But this disease destroys the dialysis person\'s sexual feelings and severely affects the patient\'s spouse, while underlying nervous tensions."* (Male, 5 years of caring for his wife)"

3.2. Psychological vulnerabilities {#sec3.2}
----------------------------------

The long-term caring process by the caregivers and patients\' health conditions caused psychological and metal damage to the caregivers. This category consisted of the following subcategories: 'the *psychological impact of long-term care'*, **'***difficulty in the acceptation of the situation by the patient' and 'stress caused by patients' physical and psychological statues\'.*

### 3.2.1. The psychological impact of long-term care {#sec3.2.1}

During the provision of care to patients, the caregivers dealt with various problems, deficiencies and worries. Therefore, they were under considerable mental and psychological stress. A caregiver said:"*"When there are so many problems and concerns, is it possible to overlook them? Well, obviously, we may be affected by and suffer from anxiety, stress, fatigue, anger and sometimes frustration and helplessness."* (Female, 6 years of caring for a patient)."

Furthermore, meeting the healthcare needs of patients, preparation of food, and provision of help in living daily activities, medication administration and patients\' transfer to the hemodialysis ward made the caregivers exhausted. A caregiver said:"*"These patients have lots of difficulties and miseries such as transfer to the hemodialysis ward, doing household tasks, handling the patient\'s bad temper, suffering from insomnia and so on. What should I say? They all affect the caregivers\' soul and mind so that I am willing to die."* (Female, 8 years of caring for the patient)."

### 3.2.2. Difficulty in the acceptation of situation by the patient {#sec3.2.2}

Refusing the position by the patients is one of the most serious sources of stress for caregivers, whatever the acceptance of the condition is delayed by the patients, the caregivers and patients are under further stress. One of the caregivers who was a doctor said:"*"The acceptance of this condition depended on the age of the patient. Adults easily accept this situation, but it\'s very difficult for a teenager to accept it. The rejection of such a situation made so many problems for caregivers and family member."* (Female, 3 years of caring for the patient)."

### 3.2.3. Stresses caused by patients\' physical and psychological statuses {#sec3.2.3}

The physical, emotional, and behavioral fluctuations of patients were the main stress resources for many caregivers. Most caregivers found it difficult to deal with this situation and did not know how to satisfy patients. A caregiver said:"*"The physical status of the patient is so that they get quickly bored. The patient has no physical stability and feels well once, and two hours later, he/she feels under the weather. Sometimes, he/she shouts and sometimes is calm and quiet. This creates a lot of pressure and imposes stress on the caregivers."* (Male, 5 years of caring for the patient)."

However, the management of patients\' psychological conditions and abnormal behaviors damaged the caregivers\' soul and psychological well-being. One of the caregivers who was a doctor said:"*"Being compassionate toward the patient undergoing hemodialysis requires the destruction of caregivers\' soul and mind, because the patient does not enjoy any certain logic, so he/she has a need that under no circumstances the caregiver can meet. The patient\'s condition is always unstable. All of these conditions affect the caregiver\'s soul and mind."* (Female, 3 years of caring for the child)."

As hemodialysis is continued and neurological side effects are increased, the patients are susceptible to be more irritable and oversensitive. The girl who took care of his father for five years said:"*"The hemodialysis patient experiences certain conditions; I mean, as dialysis is prolonged, the patient becomes very sensitive and fragile. This is very important to the caregiver, because he/she does the best not to bother the patient, but the caregiver have to withstand severe pressure."* (Female, 5 years of caring for the patient)."

3.3. Chronic nature of care {#sec3.3}
---------------------------

The chronic nature of the disease prepared the ground for long-term care, permanent involvement in the provision of care and constant worries. The progressive nature of problems in the context of long-term care aggravated the burden and distress of the caregivers.

This category consisted four subcategory including 'the physical impact of long-term care', 'the progressive nature of problems', 'constant worries' and 'a permanent involvement in caring'.

### 3.3.1. The progressive nature of problems {#sec3.3.1}

When the patient chose hemodialysis as an alternative treatment, his/her survival was improved. However, many physical and psychological problems occurred. The longer the treatment continued, the greater the problems would be. Therefore, the burden of care to the caregivers was increased. A caregiver said:"*"It is the nature of this disease; I mean the longer the duration of hemodialysis, the bigger the patient\'s problems are. Particularly, the patients suffer more from impatience, aggression, low tolerance and physical complications that put more pressure on the caregiver and family members.'* (Male, 5 years of caring for the patient)."

The ongoing process of hemodialysis was accompanied by patients\' severe and progressive side effects, which made the caregivers\' situation difficult and their problems further. A caregiver declared:"*"As hemodialysis continues, numerous physical complications may appear such as hepatitis, osteoporosis, heart failure, and hyperparathyroidism, which are the sources of problems for the family caregivers."* (Female, 7 years of caring for the patient)."

### 3.3.2. Constant worries {#sec3.3.2}

Long-term care, mental issues, fluctuations in vital signs, adherence to the diet and medication regimes, bleeding after hemodialysis and many other issues might occur to patients undergoing hemodialysis, which affected the caregivers. A mother described her experiences as follow:"*"I took my kid from the hemodialysis ward to home. Now, I regularly check his/her fistula site to see as to whether it bleeds or not. I am always worries about taking medications on time, eating inappropriate foods, not drinking plenty of liquids, his/her blood pressure so on. I am involved and worried about being engaged mentally in the patient care."* (Female, 3 years of caring for the child)."

### 3.3.3. A permanent involvement in caring {#sec3.3.3}

The chronic identity of the disease and the long-term process of care prepared the ground for the caregivers\' permanent involvement in the provision of care. A caregiver said:"*"The patient\'s care process is lengthy. The caregiver should get up at 6 am in the morning and take the patient to a dialysis ward. He/she should spend 3--4 hours over the patient\'s bed in the hemodialysis ward. When the patient comes back home, the caregiver should massage his/her legs for half an hour and check whether he/she has any bleeding. This process is repeated three times a week. I certainly assert that caregivers are permanently getting involved in the process of care."* (Female, 6 years of caring for the patient)."

The caregivers who had further experiences put more emphasis on the above-mentioned fact. The boy who was caring for the father for ten years said:"**"**When I care for a hemodialysis patient, I have to put up with lots of things; for example, I should follow whatever he/she says, not argue with him/her, and increase my tolerance. These are not just for a year or two, because I should always remain beside the pati***en****t***.*'* (Female, 8 years of caring for the patient)."

### 3.3.4. The physical impact of long-term care {#sec3.3.4}

The long-term care of hemodialysis patients caused physical injuries. One of the caregivers asserted:"*"As a woman, I had to put a 50 kg-oxygen tank on my shoulders and take it to the second floor. Once it broke my collarbone. Unfortunately, it is not healed yet."* (Female, 10 years of caring for the patient)."

Many physical injuries happened during taking care of hemodialysis patients. Another caregiver stated:"*"My kid had a shortness of breath, so he/she used supplemental oxygen at night. Once, I was lying down beside his/her bed and the oxygen tank unexpectedly fell on me. My ribs and my head were broken and also my foot was bruised. I busied myself with the injuries for a month. There\'s still a bruise under my eyes."* (Male, 7 years of caring for the patient)."

3.4. Care in the shade {#sec3.4}
----------------------

Difficulties in understanding the situation of caregivers in the process of care, difficulty of the position of caregivers compared to patients in addition disregard the treatment team to the caregivers lead them to shadow.

### 3.4.1. Difficulty in understanding the situation of caregivers {#sec3.4.1}

Understanding the situation of caregivers of hemodialysis patients required the person to remain in the same situation. A caregiver said:"*"Understanding the caregiver\'s situation and the issues facing by him/her sound very difficult. The difficulty of their situation cannot be understood by only talking to them; someone should put him/herself in his/her shoes."* (Female, 4 years of caring for the patient)."

Another caregiver said"**"*Here is an Iranian proverb that says: '*Hearing is never like seeing (i.e., a picture is worth a thousand words).**' You should live with them to understand how hard a caregiver is living*.'* (Female, 6 years of caring for the patient)."

### 3.4.2. Difficulty of the position of caregivers compared to patients {#sec3.4.2}

The pressure and hardship that the caregivers suffered were more than those of the patients, because family caregivers should be responsibilities toward patients. They may not have enough time to take care of themselves. A caregiver said:"*"Looking after a sick person is harder than being sick; I believe getting sick is much better than taking care for a sick person."* (Female, 5 years of caring for the patient)."

Another caregiver stated"*"The patient\'s caregiver gets involved in the situation more than the patient. Also, the caregiver is under more pressure than the patient, because the caregiver should meet the needs of the patient. On the one hand, the caregiver looks for drugs and the cost of living; on the other hand, he/she does the patient\'s affairs at home. Now, judge for yourself! Who suffers more?"* (Female, 10 years of caring for the patient)."

4. Discussion {#sec4}
=============

The findings of this qualitative study revealed that the caregivers of hemodialysis patients encountered a very hazardous situation. Taking care of patients, managing their abnormal behaviors due to physical, mental, and emotional complications, bearing deficiencies during the care process along with numerous occupational, familial, and sexual challenges damaged the physical, emotional, and psychological aspects of caregivers and led to progressive exhaustion.

Challenges posed to the caregivers by the situation were the main factors affecting progressive exhaustion. Family challenges were developed as a result of caregivers\' involvement in patients\' affairs. The caregivers had to be away from other family members mostly due to the provision of care to patients. Therefore, these challenges provided grounds for the collapse of the family stability. These results were consistent with the findings of a study conducted by Tong et al. (2010) in which one of the themes was *disrupting family norms*. The spousal tension, severe dependency, sibling neglect, and ultimate disturbances in family planning underlined this theme \[[@bib42]\]. The study of Habibzadeh et al. (2009) in Iran revealed that the long-term involvement of patients\' caregivers not only changed their health conditions, but also led to changes in the structure of their family relationships \[[@bib43]\].

Moreover, challenges had an obvious influence on the progressive exhaustion process among the caregivers. Mansilla Francisco et al. (2012) described patients with advanced chronic renal failure who were undergoing hemodialysis and their family caregivers faced functional challenges. Therefore, challenges posed serious threats to the health and structure of the patients\' family \[[@bib44]\]. Also, Bayhakki and Hatthakit\'s study (2012) demonstrated that due to being busy with taking care of patients, many caregivers experienced not only physical, psychological and relationship changes, but also modifications in their family structure, role and performance \[[@bib45]\].

In the current study, the sexual dysfunction of patients due to renal failure and psychological and physical stress imposed on the caregivers led to sexual challenges. The results of the study by Khaira et al. (2012) confirmed that hemodialysis and the burden of care caused severe depression in patients and their spouses. Depression is the main cause of severe dissatisfaction in the spouses on hemodialysis patients. Dissatisfaction is evident in men more than women \[[@bib46]\]. Furthermore, in the exploration of the characteristics of home care perceived by patients and their caregivers, Luk (2002) reported that sexual dissatisfaction was one of the negative reactions caused by the burden of care \[[@bib47]\]. The results of the study by Chuluunbaatar et al. (2017) among informal caregivers of patients with stroke confirmed that the burden of care was associated with changes in the caregivers\' marital status, the caregiver\'s relationship with the patient, financial difficulties, and the patient\'s sex and dependency \[[@bib48]\]. Therefore, sexual, job and familial challenges exacerbated the burden of care in caregivers.

Long-term care of patients\' \'psychological problems and the management of patients\' abnormal behaviors caused a psychological vulnerability in the caregivers. The study conducted by Murray et al. (2014) demonstrated that long-term hemodialysis in patients with kidney failure made physical, emotional and psychological changes among patients and their caregivers \[[@bib49]\]. Avsar et al. (2013) asserted that the peritoneal dialysis of patients with chronic renal failure needs a request change of the dialysis solution. Therefore, it can cause fluctuations in patients\' behaviors and affect their family members and caregivers \[[@bib30]\]. Yen et al. (2010) indicated that any increase in duration of treatment in patients with schizophrenia may lead to negative feelings in caregivers and psychological, emotional, social, physical, and financial problems \[[@bib14],[@bib50],[@bib51]\]. Bahrami et al. (2014) also set forth that the long-term care of patients with congestive heart failure had physical and psychological effects on caregivers. These effects are manifested in caregivers through physical expressions such as fatigue, muscle and skeletal system problems and psychological expressions such as anxiety and depression \[[@bib52]\].

In this study, the chronic nature of care, patients\' physical condition, medications, diet, complications after hemodialysis and the progressive nature of the disease give rise to the extreme stress in the caregivers and family members. Einollahi et al. (2009) conduct a study in Iran and demonstrated that anxiety in the caregivers of patients with kidney transplantation was high \[[@bib6]\]. Navaro et al. (2007) believed that the role of the primary caregiver was stressful, which interfered with family health \[[@bib53]\]. The caregivers of patients with chronic diseases experienced a great amount of pressure due to the burden of care. In addition, a lack of support by health officials exacerbated their concerns and led to severe stress \[[@bib54]\]. Tong et al. (2010) reported that the family members of patients undergoing hemodialysis had a dual role for parenting and medical caregiving, which gave rise to fatigue, severe stress, exhaustion and severe disability \[[@bib42]\]. Shimoyama et al. (2003) in Japan expressed that taking care of patients with hemodialysis was accompanied with severe physical and psychological tensions, which significantly reduced physical health, social functions, the level of energy, general health and mental health in the caregivers of hemolysis patients \[[@bib16]\].

The long-term disease meant the permanent involvement of the caregiver in patient care. The result of a study by Tretteteig et al. (2017) showed that caregivers had a complex role with responsibilities, new tasks, and emotional and relational challenges expressed through emotional distress and demands for interactions \[[@bib55]\]. It is believed that the condition of patients with chronic diseases especially patients undergoing hemodialysis induces an intense stress on caregivers. This kind of stress threatens caregivers\' physical and psychological health.

The difficulty in understanding the situation of caregivers, hard positioning caregivers in addition to the treatment team\'s disregard for caregivers lead them to shadow. Mashayekhi et al. (2015) stated that 72.5% of caregivers experienced moderate to severe levels of care burden, which had many effects on their physiological, psychological, functional aspects of their life and lifestyle. Also, they were ignored by healthcare officials \[[@bib29]\]. Ziegert and Fridlund (2001) found the theme of *a feeling of a threatening future* in the exploration of the experiences of caregivers of hemodialysis patients indicating their despair about their future life \[[@bib56]\]. The vulnerability and difficult situation of caregivers of patients undergoing hemodialysis were confirmed by the findings of Celik et al.'s study (2012). They stated that the quality of life of caregivers of hemodialysis patients was much worse than their patients. Therefore, the caregivers experienced more unfavorable conditions \[[@bib57]\]. Paying attention to the vulnerability of caregivers is so important that Beth et al. (2010) believed that paying attention to spouses\' and family members\' questions about chronic diseases and their reactions were more important than those of the patients \[[@bib58]\]. Additionally, Aavage and Sawatzky (2013) argued that the family members of patients with chronic diseases were called *hidden patients* and never were checked up by health officials \[[@bib59],[@bib60]\]. Hence, it was indicated that the patients\' caregivers had more vulnerability than their patients putting them into the shadow.

5. Conclusion {#sec5}
=============

Different factors can cause extreme stress for the caregivers of hemodialysis patients such as the progressive nature of the disease, the constant distress of the caregivers about the physical and psychological status of patients, patients\' adherence to the diet and medication regimes and complications of hemodialysis. It also encompassed the management of patients\' abnormal behaviors and their psychological problems. Therefore, the family caregivers were exposed to physical, emotional and psychological pressures. The difficulty in understanding the caregivers\' conditions compared to those of the patients made them suffer from progressive exhaustion. Nevertheless, health officials, especially nurses did not pay attention to this group of people who were actually the hidden patients or patients in the shadow. Monitoring the caregivers\' experiences and attitudes toward the burden of care reflected the effects of care on their physical, emotional, social and functional statues. Paying attention and assessing the burden of care helps with improving the quality of life and social well-being of the family caregivers, which improves the quality of care delivered to patients.
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[^1]: Difficulty of the position of the caregivers compared to the patients.
